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Death from chronic illness continues to be associated 
with unrelieved symptoms, occurring in a hospital or 
other institution, with little discussion about advance 
directives. The role of nursing, particularly advanced 
practice nurses, is critical to improving care at the end 
of life. However, little attention is devoted to palliative 
care in most graduate nursing curricula, leaving ad¬ 
vanced practice nurses poorly prepared to meet the 
needs of those approaching the end of their lives. The 
Graduate Educators program of the End-of-Life Nurs¬ 
ing Education Consortium (ELNEC-Graduate) is one 
solution to this healthcare crisis. ELNEC-Graduate 
builds upon the existing ELNEC-Core program, yet 
focuses on the unique learning needs of advanced 
practice nurses. The purpose of the program is to 
provide nursing faculty with the knowledge and ma¬ 
terials necessary to include palliative care throughout 
the graduate nursing curriculum, educating ad¬ 
vanced practice nurses who will ultimately improve 
the care of those with life-threatening illness. 

D espite recent attention to the need for improved 
palliative care, death from diseases such as cancer, 
cardiovascular disease, and other chronic illnesses 
continues to be associated with needless suffering. Pain 
and other symptoms are under-managed, and little 
consideration is given to the need for the difficult 
conversations necessary to determine the patient’s goals 
of care. Nurses, particularly advanced practice nurses 
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(APNs), can significantly improve the care delivered to 
those with life-threatening illnesses. To provide this 
care, APNs must be educated regarding the specialty of 
palliative care. Unfortunately, little attention currently 
is paid to end-of-life (EOL) care in most graduate 
nursing curricula. The Graduate End-of-Life Nursing 
Education Consortium (ELNEC) is one solution to 
support nursing faculty in disseminating this content 
within graduate nursing curricula. 

DEATH IN AMERICA 

Death from diseases such as cancer, cardiovascular 
disease, and other chronic illnesses is often associated 
with needless suffering. For many, death is a time 
filled with pain, dyspnea, anxiety, and distress, with 
little choice regarding patient preferences for where 
and how they wish to die . 1-3 This lack of attention to 
EOL care affects all age groups, particularly children 
and the older adult, and includes a variety of settings, 
such as hospitals and long-term care facilities . 6 ' 7 
Furthermore, studies demonstrate racial disparities in 
the provision of pain management to people with 
life-threatening illness and lack of availability of 
opioid medications, essential tools in the manage¬ 
ment of pain and other symptoms . 8 ' 11 As a result of 
this lack of availability of appropriate palliative care, 
patients and their families are faced with choosing 
between therapies with curative intent or comfort 

PhD, FAAN, Principal Investigator) and City of Hope National Medical 
Center (Betty Ferrell, PhD, FAAN, Principal Investigator). The ELNEC- 
Graduate project was supported by a grant from the National Cancer 
Institute. 

Reprint requests: Judith A. Paice, PhD, RN, FAAN, Director, Cancer 
Pain Program, Division of Hematology-Oncology, Northwestern Univer¬ 
sity, Feinberg School of Medicine, 676 N. St. Clair Street, Suite 850, 
Chicago, IL 60611. 

E-mail: j-paice @northwestern, edu 

Nurs Outlook 2006;54:46-52. 

0029-6554/06/$-see front matter 

Copyright © 2006 Mosby, Inc. All rights reserved. 

doi: 10.1016/j .outlook.2005.04.003 


46 


Volume 54 • Number 1 Nursing Outlook 


ELNEC-Graduate program 


Paice et al. 


Table 1 . Survey of Master's Level Nursing Curriculum 


Curriculum Survey Master’s-Level Programs n = 131 


Advanced practice programs offered as major area of study (40 states responding) 


NP 82.2% 

CNS 53.5% 

Combined NP/CNS 17.8% 

Other 31.8% 


Assessment of the adequacy of specific EOL care content currently in overall program 



% Offered 

If Yes, Adequacy (1 = limited; 




10 = extensive) 




Mean 

SD 

a. Nursing Care at End-of-Life 

68% 

4.27 

2.39 

b. Pain Management 

85% 

5.76 

2.34 

c. Symptom Management 

83% 

6.05 

2.37 

d. Cultural Considerations 

93% 

6.04 

2.27 

e. Ethical/Legal Issues 

93% 

6.38 

2.47 

f. Communication 

89% 

6.40 

2.22 

g, Grief, Loss, Bereavement 

76% 

5.57 

2.48 

h, Preparation and Care for the 

52% 

4.66 

2.20 

Time of Death 




i, Achieving Quality of Life at 

66% 

4.98 

2.30 

the End of Life 




Types of materials currently used 

to teach EOL content 



Speakers, experts 

61% 



Clinical experiences 

52% 



(ie, hospitals, hospices) 




Textbooks 

46% 



Case studies 

37% 



Audiovisuals 

34% 



Lecture guides/outlines on 

31% 



EOL topics 




Internet Resources 

18% 



Computer-assisted instruction 

15% 



Standardized curriculum 

5% 




care, despite the fact that both are needed to provide 
the best possible quality of life. 

In response to this crisis in health care, several 
prestigious organizations have published documents 
calling for improvement in the care delivered to the 
dying. The Institute of Medicine (IOM) report Ap¬ 
proaching Death: Improving Care at the End of Life 
asserted that people with advanced, potentially fatal 
illnesses should be able to receive competent, skillful 
care. The report identified gaps in knowledge about care 
of those at the end of life and recommended that 
educators should ensure that clinicians are prepared to 
provide appropriate care to the dying. 12 Other docu¬ 
ments detailed the reasons for inadequate end-of-life 
care, including inadequate knowledge and education of 
health care professionals in symptom management and 
other palliative care skills. 1 ’ 20 These reports empha¬ 
sized the need for well-trained professionals, including 
nurses, to overcome the crisis in care of the dying that 
exists today. One specific strategy noted in these 
documents is the expansion of educational materials 
and curriculum development in palliative care. 

Jan 


THE ROLE OF THE ADVANCED 
PRACTICE NURSE IN PALLIATIVE 
CARE 

Advanced practice nurses are leaders in health care, 
serving in clinical, education, research, and administration 
roles. They are uniquely prepared to address the needs for 
improved care at the end of life, yet little information 
about care of the dying is currently included within 
graduate nursing curricula. 13 ' 21 Palliative care is absent 
from most nursing curricula and, when this coursework is 
offered, it is usually within the context of other courses or 
offered as an elective. This deficiency exists despite the 
publication of numerous consensus reports, standards and 
position statements from nursing organizations regarding 
the need for greater attention to EOL care in nursing 
curricula. 22-25 These deficiencies are compounded by the 
lack of attention to palliative care in nursing textbooks, 
where only 2% of the content addresses EOL care. 26-30 
Additional studies by Ferrell and colleagues further dem¬ 
onstrate deficiencies in nursing education regarding EOL 
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Table 2. Survey of Master's Level Nursing Curriculum: Importance and 
Efficacy of Existing Program 


Curriculum Survey Master’s-Level Programs n = 131 



Mean 

(1 = not important/effective; 

10 = very important/effective) 

SD 

How important is EOL care content to master's-level nursing 

7.68 

2.03 

education? 

How effective do you believe a graduate of your program 

6.38 

2.19 

would be in caring for a dying patient? 

How effective do you feel the master's-level faculty (overall) 

6.01 

2.35 

are in teaching EOL care content? 

How receptive do you believe the master's-level faculty 

6.87 

2.31 

(overall) would be to increased EOL care education? 

How effective do you believe your school's master's-level 

5.66 

2.32 

nursing program is in teaching end-of-life content? 




Despite this lack of attention to EOL care in nursing 
education, the role of the APN in palliative care is critical. 
APNs are “nurses who have acquired the knowledge 
base and practice experience to prepare them for spe¬ 
cialization, expansion, and advancement in selected 
practice roles.” 32 Advanced practice nursing is distin¬ 
guished from standard staff nursing roles based on the 
“complexity of decision-making, leadership, the capac¬ 
ity to negotiate complex organizations, expanded prac¬ 
tice skills and knowledge.” 32 Examples of advanced 
practice nursing roles include clinical specialists, nurse 
practitioners, nurse managers, nursing faculty, and re¬ 
searchers. 33-35 

In a delineation study comparing the role of ad¬ 
vanced practice oncology nurses with staff nurses, 5 
domains were investigated: Direct Caregiver, Consul¬ 
tant, Administrator/Coordinator, Researcher, and Edu¬ 
cator.’ 6 Respondents were asked to indicate the fre¬ 
quency with which they performed each behavior and 
the importance of each behavior to their practice. APNs 
indicated that they performed the behaviors on the 
Direct Caregiver and Educator subscales most fre¬ 
quently and believed these behaviors to be most impor¬ 
tant to their practice. Thus, an APN with expertise in 
EOL care has the potential to directly improve the care 
provided to patients, as well as educate fellow health¬ 
care professionals to deliver quality care. 33 

THE ELNEC-GRADUATE PROGRAM 

One strategy to overcome the lack of adequate attention 
to palliative care in nursing curricula has been the 
development of the End-of-Life Nursing Education 
Consortium (ELNEC). This program, which began in 
February 2000, was developed by nurse researchers at 
the City of Hope National Medical Center in collabo¬ 
ration with the American Association of Colleges of 
Nursing (AACN) to coordinate national nursing efforts 


related to EOL care issues. 37,38 The overall goal of the 
program has been to enhance nursing education in 
caring for patients in the last stages of life. The ELNEC 
project, originally funded by the Robert Wood Johnson 
Foundation, has developed a core curriculum to develop 
EOL expertise in faculty in undergraduate nursing 
programs, continuing education programs, and through 
the National Council of State Boards of Nursing, Inc. 
Based on the AACN “Peaceful Death” document, the 
curriculum focuses on 9 core areas in EOL care: 
overview of care at the EOL; pain management; symp¬ 
tom management; cultural considerations; ethical/legal 
issues; communication; loss, grief, and bereavement; 
preparation for and care at the time of death; and 
achieving quality care at the EOL. ’ 6 

Prior to adapting the ELNEC-Core curriculum to 
develop the graduate version, a survey of the 382 
graduate nursing programs in the US was conducted to 
determine the existing state of palliative care content 
within these curricula. The findings represent 131 
(34%) of graduate programs, supporting the need for 
improved EOL education (Tables 1 and 2). Although 
faculty noted that EOL care was very important to 
graduate nursing education, most perceived their own 
program to be only moderately effective, at best, in 
providing this information. All 9 areas of content were 
rated in the current curriculum as only moderately 
adequate with mean scores ranging from 4.27-6.40, 
using a 0-10 scale, where 10 indicated highest possible 
effectiveness. 

The American Cancer Society and Oncology Nurs¬ 
ing Society curriculum guide for advanced practice 
oncology nursing specialty education at the master’s 
level was used as a foundation to the development of 
the ELNEC-Graduate curriculum. “The Master’s De¬ 
gree with a Specialty in Advanced Practice Oncology 
Nursing” includes core competencies for APNs. 40 
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Figure 1 . ELNEC-Graduate Education Framework. 


Graduate Prepared 

Nurses in Role 

Functions of 

• Advanced Clinical 
Practice 

• Educator 

• Researcher 

• Administrator 


EOL Care Content Areas 

• Nursing Care at EOL 

• Pain Management 

• Symptom Management 

• Ethical Issues 

• Communication 

• Grief, Loss and 
Bereavement 

• Achieving Quality Care at 
the EOL 

• Last Hours of Life 


Symptom management, palliative care, and care during 
the final stages of life are listed as critical content 
within the curriculum guide. The core competencies of 
this curriculum include: clinical practice, education, 
consultation, systems, role competency, research and 
outcomes evaluation, program development, and lead¬ 
ership. For clarity and brevity, these competencies are 
grouped under the following 4 role function areas: (1) 
Advanced Clinical Practice (clinical practice, consulta¬ 
tion, role competency), (2) Educator, Researcher (re¬ 
search and outcomes evaluation), and (4) Manager/Ad¬ 
ministrator (systems, program development, leadership). 
These competencies provided a framework for the 
development of the ELNEC-Graduate curriculum (Fig¬ 
ure 1). 

Universal themes, also called “common threads,” 
were identified through review of existing consensus 
documents, published literature, and expert opinion. 
These include (1) the family is the unit of care, (2) the 
important role of the nurse as advocate, (3) the impor¬ 
tance of culture as an influence at the end of life, (4) the 
critical need for attention to special populations such as 
children, the elderly, the poor, and the uninsured, (5) 
EOL issues impact all systems of care across all 
settings, (6) critical financial issues influence end-of- 
life care, (7) EOL care is essential across all life- 
threatening illnesses and in cases of sudden death, and 
(8) interdisciplinary care is essential for quality care at 
the end of life. These themes are woven throughout the 
ELNEC-Graduate curriculum. In addition to determin¬ 
ing the core competencies and universal threads, an 
extensive review of the literature was conducted to 
attempt to ascertain unique learning needs of APNs in 
relationship to palliative care. In addition to symptom 
management concerns, several themes evolved, includ¬ 
ing issues related to reimbursement for services, pre¬ 
scriptive authority, utilizing research, ethical issues, 
communication and collaboration within a team, and 
facilitating care services. 41-46 These issues were incor¬ 
porated into the curriculum, which has been revised and 


updated annually. For example, the recent Clinical 
Practice Guidelines for Quality Palliative Care, devel¬ 
oped by the National Consensus Project for Quality 
Palliative Care, were distributed to participants in the 
most recent course and will be integrated throughout 
the next version of the curriculum. 17 

The ELNEC-Graduate program is funded by a grant 
from the National Cancer Institute. Courses are held 
over a 3-day period, with 4 annual courses planned (2 
have already been conducted and others are planned for 
2005 and 2006). Workshop participants receive approx¬ 
imately 18 hours of didactic and experiential training, 
supported by extensive written resources and all hand¬ 
outs and slide materials on CD-ROM to facilitate 
teaching of EOL content. The project was originally 
funded for approximately 60 faculty to attend each 
course, with an eventual total of 240 participants 
representing 240 graduate nursing schools from all 50 
states. However, the demand has been so significant 
that the investigators have been able to accommodate 
153 attendees at the first 2 courses. Participants have 
come from 49 states. 

The ELNEC-Graduate curriculum consists of 8 mod¬ 
ules (Table 3). Along with didactic presentations, the 
sessions use techniques of discussion, video clips, case 
studies, role play, and other breakout sessions. Prior to 
the course, participants are asked to develop goals for 
implementing the ELNEC curriculum in their graduate 
programs. Time for and assistance with refinement of 
these goals is provided during the course. Panel presen¬ 
tations contrast 2 existing graduate programs that focus 
on palliative care, offering models for participants to 
replicate in their settings. This includes New York 
University, which offers a specialty program in pallia¬ 
tive care, while the second, University of California- 
San Francisco, integrates palliative care throughout the 
graduate nursing curriculum. 

Additional reinforcement and dissemination meth¬ 
ods, including frequent newsletters and Web site ac¬ 
cess, and extensive evaluation provide a basis for the 
continuing education of these graduate nursing educa¬ 
tors beyond the project period. To assist with network¬ 
ing. the Web site includes a list of ELNEC-Graduate 
faculty members who have completed the course (www. 
aacn.nche.edu/ELNEC/GraduateTrainers.htm). These 
graduate nursing educators are expected to incorporate 
EOL content into their curricula, impacting the vast 
majority of graduate nursing programs within the US. 
Participants have described the courses and the supple¬ 
mental materials as extremely useful during the end-of- 
course evaluation. 

The evaluation plan for ELNEC-Graduate is exten¬ 
sive. Participants provide a list of goals in their appli¬ 
cation to attend the program that is refined during the 
course. Participants provide evaluation of their goals at 
6 and 12 months after the course. These evaluations 
include progress they have made towards these goals. 
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Table 3. 

ELNEC-Graduate Modules 


Module 

Title 

Graduate Level Content 

Module 1 

Nursing Care at the End of Life 

• Delineation of the role of the APN in palliative care 

• Reimbursement issues related to palliative care 



and APN practice 

Module 2 

Pain Management 

• Advanced physical assessment and differential 
diagnosis related to pain 

• Prescriptive authority and practices 

• Regulatory issues related to opioids 

• Research related to novel therapies and routes of 
delivery for pain 

• Evidence-based reviews of pain therapies used in 



palliative care 

Module 3 

Symptom Management 

• Advanced physical assessment and differential 
diagnosis related to symptoms 

• Evidence-based reviews of therapies used to treat 
symptoms in palliative care 

• Research issues in symptom control 

Module 4 

Communication 

• Conducting a family meeting 

• Difficult communication and breaking bad news 

Module 5 

Ethical Issues in Advanced 

• Address ethical, legal, and social issues for APNs 


Practice Nursing 

related to palliative care 

Module 6 

Last Hours of Life 

• Making system changes to ensure control of 



symptoms during final hours of life (eg, policies to 
treat intractable symptoms, removal of life support) 

Module 7 

Loss, Grief, Bereavement 

• Identifying complicated grief in staff 

• Interventions to address loss within professional 



colleagues 

Module 8 

Achieving Quality Care at the 

• Fostering policy development and system change 


End of Life 

to improve EOL care 

• Review of sources for evidence-based practice 



related to palliative care 

Note that each module is listed with content unique to the graduate level. The module on cultural issues developed for the 
ELNEC-Core is included on CD-ROM for participants as references, however, culture is integrated throughout all modules in 

ELNEC-Graduate. 



obstacles or challenges they have met, as well as 
strategies they have learned to overcome any barriers. 
The outcomes of this project will be summarized 
following the final course in 2006. 

CONCLUSION 

Dying in America continues to be associated with 
needless suffering. Pain and other symptoms are poorly 
assessed and managed. Little attention is afforded to the 
existential distress that can occur at the end of life. 
Difficult communication regarding EOL care planning 
is not initiated, leaving patients little time to make 
decisions regarding how and where they wish to spend 
their final hours. 

APNs can significantly contribute to this critically 
needed change in the way care to the dying is provided. 
To do so, these nurses must be educated regarding 
symptom management, communication strategies, and 
other aspects of palliative care. Little attention currently 
is paid to EOL care in most graduate nursing curricula. 
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however, and strategies are needed to facilitate over¬ 
burdened faculty to integrate this content into existing 
curricula. The ELNEC-Graduate program provides a 
comprehensive curriculum aimed to provide informa¬ 
tion necessary for APNs. The extensive amount of 
support materials, including CD-ROM, binder, Web 
sites, newsletters, textbooks, and other supplemental 
items, reduces the burden on faculty to develop these 
resources. Participants rate the course and materials 
highly. In particular, participants valued the strong 
organization of the course, the clinical relevance of the 
material, the expertise of the highly qualified faculty, 
and the extensive resources provided in both writing 
and CD-ROM. Demonstrations on how to use and adapt 
the modules also were cited as extremely useful. Early 
efforts to integrate this content within their respective 
curricula are underway. These efforts will reach > 65% 
of graduate nursing programs throughout the US. At the 
end of this project, efforts to integrate this curriculum 
into graduate nursing programs will be underway in all 
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50 states. The end result of these efforts will be 
education of APNs to be able to deliver skillful and 
effective palliative care to a wide array of people with 
life-threatening illnesses, across the lifespan and in all 
settings where health care is delivered. The ultimate 
goal is to improve the quality of living and death, for 
both patients and their family. 
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